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The National Family Caregiver Support Program, signed into law by President Bill

Clinton in January, 2000, is designed to help families sustain their efforts to care

for an older relative who has a chronic illness or disability.  The program, which is

administered by the Division of Aging in partnership with Area Agencies on Ag-

ing, includes providing the following five basic components:

Information about resources that will help families in their caregiver

roles;

Assistance to families in locating services from a variety of private

and voluntary agencies;

Caregiver counseling, training and peer support to help them bet-

ter cope with the emotional and physical stress of dealing with the

disabling effects of a family member’s chronic condition;

Respite care provided in a home, an adult day care center, or over

a weekend in a nursing home or a residential setting such as an

assisted living facility; and

Limited supplemental services to fill a gap that cannot be filled in

any other manner.

The Division of Aging and the Georgia Caregiver Resource Center believe that

the most effective and efficient programs are those that are designed and imple-

mented with direction and perspective from the persons who will utilize the ser-

vices.  It is the hope of the Division that the information contained within this re-

port, data obtained from Georgia’s caregivers, will reach many different audi-

ences and serve as a guide to those persons legislating, funding, designing, imple-

menting, and experiencing programs related to caregiving of older adults.

If the information appears to suggest an urgent or crisis situation in caregiving,

then the translation to paper has been successful.  Caregiving is a public health

issue that demands and deserves attention.  This state report is intended to be a

step in that direction.

4
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Georgia Caregiver Resource CenterGeorgia Caregiver Resource Center

The Georgia Caregiver Resource Center (GCRC) was initially funded in 1992

by the Georgia General Assembly, to provide information, services, and training

to caregivers throughout the state.  A part of the Division of Aging Services, GCRC

funding to the aging network has facilitated the development of new day care

programs and has provided in-home respite, enabling caregivers a break from their

24-hour-a-day caregiving responsibilities.

In conjunction with an Alzheimer’s Demonstration Grant received from the U. S.

Administration on Aging, GCRC funds have been utilized to conduct Alzheimer’s

education/training events all across Georgia.  More than 8,500 family caregivers,

health care professionals, clergy, law enforcement personnel, and the general

public have learned more about Alzheimer’s Disease, coping skills, and available

programs and services.  These events were sponsored by 12 Area Agencies on Aging

and the Division of Aging Services.

GCRC, through the caregiver focus groups described in this report, continues to

expand its efforts to assist family and professional caregivers.  GCRC’s strategic

plan is described later in this report.

The Division of Aging Services (DAS) is one of five Divisions within the Georgia

Department of Human Resources, the state department charged with the respon-

sibility for administering human service programs for the State of Georgia.  The Divi-

sion of Aging Services provides state leadership, manages contracts with lead agen-

cies (Area Agencies on Aging), administers federal and state funding, and pro-

vides programmatic direction, regulations/guidelines and continuously seeks to

improve the effectiveness and efficiency of the services provided to elderly Geor-

gians and their families.

Area Agencies on Aging (AAAs) are designated by DAS to provide local respon-

sibility for the implementation of services. Currently, twelve Area Agencies are iden-

tified by DAS across the state of Georgia by geographical boundaries called Plan-

ning and Service Areas (PSAs).  The Area Agencies on Aging are the primary focal

points for aging services within the State.  All community-based services for the

elderly are coordinated through these agencies.  The Area Agency on Aging is

responsible for the quality of service through its contractual arrangements with ser-

vice providers, and for monitoring their performance.  A list of Georgia’s Area Agen-

cies on Aging is located in the References/Appendices section of this report.
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A. Vision Statement
Guiding and sustaining Georgia’s caregivers.

Mission Statement
In partnership with the state aging network, the Division will provide leadership

to establish a comprehensive array of programs and services for Georgia’s in-

creasing number of older adults and their caregivers.

B. Value Statements
In providing programs and services for Georgia’s caregivers, certain values are

basic in all that we do.  The values that are an integral part of our work include

the following:

Consumer-Centered Care:  We believe that caregivers and care recipients

should be involved in the planning and service delivery to the fullest extent

that they are able to participate.

Quality:  We believe that services should be delivered as planned and prom-

ised, in a manner acceptable to the caregivers and the care recipients.

Flexibility:   We recognize the need to be open to new ideas and new ways

of delivering services, always keeping in mind that serving caregivers and

care recipients is our ultimate goal.

Dignity:  We respect our basic self-worth and that of all people.  We are dedi-

cated to preserving the human dignity of all older Georgians.

Empowerment:  We believe in the right to self-determination for all our cus-

tomers.   We support the right of caregivers to make choices and assume

responsibility for their own decisions.

Accountability:  We are good stewards of the trust and resources that have

been placed with us.  We base our decisions on data analysis.  Our services

produce the desired results that can be measured.

C. Initiatives
The Division proposes four initiatives that will fully implement the Georgia Care-

giver Resource Center.  Each initiative is designed to ensure that caregivers are

able to access information and resources in a variety of ways. The components

are to provide leadership in the following areas:

1. Research and Strategic Planning

2. Education and Training

3. Program and Resource Development

4. Information Dissemination

Georgia Caregiver Resource Center
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We are all familiar with the adage, the “Graying of America.”  But the signifi-

cance in and the impact of this phenomenon often get overlooked or

underestimated.  (See Table 1)
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Nationwide, there will be a dramatic in-

crease in persons 65 and older between

2010 and 2030 as the “baby boomers”

become “senior boomers”.  Even older

Americans are now living longer, with life

expectancy at 65 outpacing the gains

in life expectancy at birth20.  Currently,

one out of 8 persons over the age of 65

is 84 years old or older.  At the crest of

the senior boom, there will be 4 times as

many people 84 years and older as there

are now.  Georgia data indicates similar

trends, as reflected in Table 1.

While we are living longer, we cannot

necessarily conclude that we are living

healthier.  The majority of older adults

have one or more chronic illnesses.  Ac-

cording to Tennstedt37, approximately

25% of all people aged 65 and over in

Introduction:  Aging Are Us!!

the U.S. are in need of some form of long-

term care.  A 1999 report by the Ameri-

can Academy of Actuaries37 purported

that the numbers of severely disabled

older adults will increase to 90% by the

year 2040...requiring assistance for per-

sonal care (bathing, toileting), domes-

tic care (cleaning, cooking), and skilled

care from paid agencies and institutions.

Discussion surrounding the “Graying of

America” often takes place as if it were

an “us” versus “them” phenomenon.  But

for the readers of this report, make no

mistake--we are all doing it and you are

encouraged to read this report from the

perspective of being both a potential

caregiver as well as a potential care re-

cipient.  Indeed, Aging Are Us!35

Aging  Are  Us!!
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A. Caregiver Facts

Caregiving is a universal issue.  The

majority of us have been involved

in caregiving in some form or another,

either in providing care or receiving

care.  If we have not, it is very likely we

will be at some point during our lives.

Nearly one out of every four U.S. house-

holds [22.4 million] provides care to a

friend or relative over the age of 50

years5.  According to the AoA, 65% of

non-institutionalized older adults need-

ing assistance depend solely on family

and friends.

B. Caregiver Context

Caregiving for older adults has al-

ways been a role that families and

friends have assumed, although it may

vary in form, level, intensity, and length.

There are now many contextual factors

that are re-shaping the reality of the

caregiving role and supply.  Included in

the many factors are

a)   decreasing birth rates,

b)   decreasing family size,

c)    increasing geographic mobility,

d)    delayed childbearing,

e)    growing rates of divorce and

  marital disruption, and

f)     the increasing number of women

  in the workforce.

C. Caregiving Costs

Caregiving to older adults can be an

extraordinarily happy and satisfying

experience.  It can be a time of reflec-

tion that benefits both members of the

caregiving dyad.  However, the costs of

care provided to an older adult can be

high.  It can take its toll financially, emo-

tionally, physically, socially, and spiritu-

ally on caregivers.  The following serves

to exemplify the seriousness of this issue:

      Approximately 2/3 of working care-

givers report increased conflicts

and challenges between their paid

work and caregiving, leading to the

need to change their work sched-

ules, to work fewer hours, to pass up

promotions, or to take unpaid leave

of absence8,9.   Between 9-12% of

caregivers have had to quit their

jobs to provide care, which trans-

lates into loss of direct income and

benefits, increased out of pocket

expenses, decreased social securi-

ty contribution/credit, and loss of

retirement benefits8,10.

     As might be expected, social par-

ticipation decreases dramatically

for caregivers.  The lack of time also

includes less interaction with chil-

dren, spouses, and less time for one-

self 8,20, all of which can have very

high costs.

      Caregiving can significantly impact

the health of the caregiver.  The ad-

dition of responsibilities along with

the uncertainty of caregiving can

place very heavy emotional strain

on the caregiver.  Caregivers use

prescriptive medications two to

three times more often for depres-

sion, anxiety, and insomnia than

non-caregivers9,16.  Caregivers are

Executive  Summary  of  of  of  of  of  C C C C CaregivingaregivingaregivingaregivingaregivingExecutive  Summary  of   of   of   of   of  CCCCCaregivingaregivingaregivingaregivingaregiving
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Executive Summary of Caregivingof Caregivingof Caregivingof Caregivingof Caregiving

also more likely to develop physical

illnesses because of a weakened

immune system associated with the

caregiver stress.

All of these factors lead to the reality that

the demand for caregiving far out-

weighs the supply of potential caregiv-

ers and will only become more imbal-

anced in the next few decades  [see

Illustration 1] 20.

D. Caregiver Challenges

Caregiving in this country is making

itself known through sheer volume.

Individually and collectively, members of

this society will be affected by this phe-

nomenon in a number of ways.

The challenges of caregiving are many.

The primary challenge is to address this

issue before it becomes more of a

crisis...to further understand the needs of

those receiving care, to hear the needs

of those providing care, and to create

a broad-based system to support the

caregiving relationship in the most ap-

propriate setting and in the most cost-

effective manner.

The demand for caregiving far
outweighs the supply of poten-
tial caregivers and will only be-
come more imbalanced in the

next few decades...The prima-

ry challenge is to address this is-

sue before it becomes more of

a crisis.
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 Ashes, Ashes, We All Fall Down...

 In 1970:
21 Potential Caregivers

to support each

Illustration 1

The Direction of Caregiving for Older Adults

4%

25%
By  2050:

Only 4 Potential Caregivers

to support each

 Person Needing Care...

In  2030:
6 Potential Caregivers

to support each
20%

In 1990:
11 Potential Caregivers

to support each
12.7%
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A. Research Approach

Aphenomenological design was

used to explore the experiences of

caregivers of older adults in the state of

Georgia.  A focus group approach was

the primary data collection method

used to elicit the shared meaning of ev-

eryday experiences from particular sub-

groups.21  The advantage of the focus

group approach is the synergy created

among the members of each group

which:

1   fosters the production of informa-

tion that is difficult to obtain in indi-

vidual  interviews;

2  emphasizes participants’ interac-

tions and points of views;

3  provides opportunities for partici-

pants to validate information shared

by others;

4  clarifies arguments and reveals

diversity in perspective; and

5  facilitates the collection of a

large amount of information in a rel-

atively short time.

Focus Group Method

Overview andBackground of StudyOverview andBackground of Study

B. Sample and Setting

The population of interest was people

who give care to older adults in the

state of Georgia.  Although family mem-

bers provide the majority of care to old-

er adults, there are also many others that

constitute the larger pool of caregivers

to this population.  A decision was made

to recruit persons with varying percep-

tions of the caregiving experience who

would most likely represent all persons

who are providing care to older adults

in this state.

Focus group participants were selected

from six groups in six different locations

in Georgia.

Group 1:    Traditional/Non-Professional

This group, from West Central and South-

west Georgia, included family and

friends providing care to one or more

older adult(s) in a rural setting.  Consis-

tent with national trends, the majority

were women (75%) and included spous-

es, daughters, and granddaughters.  The

male caregivers were spouses of those

receiving care.

Group 2:   Non-Traditional/

Non-Professional

This group consisted of diverse commu-

nity members from an inner city, urban

area of the state who were providing

some form of volunteer care or assis-

tance to older adults at various sites.

Again, the group was primarily women

(75%) who assisted in a respite care fa-

cility, made nursing home visits, provid-

ed transportation to church members,

and other similar activities.  Also includ-

ed in this group was a member from a

local church providing care to gay indi-

viduals.
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Group 3:   Traditional/Professional

This group of caregivers was from the

Northeast and East Central part of the

state.  Participants in this group includ-

ed paid professionals who are tradition-

ally involved in the care of older adults,

such as registered nurses, social workers,

and senior center directors.  There was

one male in the group, a business own-

er.

Group 4:  Non-Traditional/Professional

This group of caregivers from rural and

urban Central Georgia were also paid

professionals.  While extraordinarily im-

portant to the industry, this group has not

had a lengthy or large presence in the

arena of caregiving for older adults.  In-

cluded in this group were professionals

such as eldercare attorneys, discharge

planners, care managers, and hospice

nurses.  Five of 8 were female.

Group 5:  Traditional/Non-Para

Professional

This group of caregivers was from rural

South Georgia.  All of the participants in

this group were female nursing assistants

from home health care who operated

under the regulations of Medicare and/

or Medicaid.

Group 6:  Traditional/Non-Para

Professional

This group of caregivers from the metro-

politan area of the state were also nurs-

ing assistants.  However, these nursing

assistants were from the home care in-

dustry, operating out of a private pay

industry.
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Focus Group Sample
Demographic Data

Table 2
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Group 1

Traditional/

Non-Professionals

Sumter County

(Americus)

Group 2

Non-Traditional/

Non-Professionals

Fulton County

(Inner City, Atlanta)

Group 3

Traditional/

Professionals

Hall County

(Gainesville)

Group 6

Traditional/

Non-Paraprofessionals

DeKalb County

(Decatur)

Group 5

Traditional/

Non-Paraprofessionals

Laurens County

(Dublin)

Group 4

Non-Traditional/

Professionals

Butts County

(Macon)



Overview andBackground of Study

 19

C. Focus Group Procedures

It is generally recommended that focus

groups be limited to ten to twelve par-

ticipants to allow for maximum partici-

pation.  Following that recommenda-

tion, these steps were taken:

1 Agencies located in the vary-

ing parts of the state with

knowledge of persons who met

the criteria of interest from

each of the six sub-groups were

asked to provide names and

numbers of potential partici-

pants;

2 Recruitment letters were then

sent to potential participants

explaining the intent to con-

duct focus groups in their area

and requesting their participa-

tion;

3 Each person who agreed to

participate was then con-

tacted by telephone.

Sixty-four of the 72 who were recruited

agreed to participate in the focus

groups.   All groups were of the same ap-

proximate size.

The focus group team consisted of a

four-person planning group who first

identified the need to conduct focus

groups as a way to gain a broad under-

standing of the caregiving experience

to older adults.  This team included a

manager from the Division of Aging, an

aging consultant who conducted all six

focus groups, and two persons who

served as non-participant observers dur-

ing the group sessions.  The team identi-

fied the different caregiver categories,

the areas of the state to conduct the

focus groups, and the intermediaries in

the varying parts of the state who as-

sisted to identify potential participants,

and also assisted in the final analysis of

the data.

D. Data Analysis

All focus group discussions were

audiotaped and transcribed ver-

batim, omitting any identifying informa-

tion about participants.  After each

session, discussion was held and obser-

vation notes were recorded by the

group moderator and the non-partici-

pant observers to document any non-

verbal data or activities during the

meeting not picked up by the recorder.

Analysis of the data was completed by

the group moderator using a phenom-

enological methodology developed by

Colaizzi and adapted by Scott 34.   Ver-

batim transcripts from the audiotapes,

observations notes and demographic

data provided the basis for analysis.  The

data was initially analyzed by group.

After each analysis, the interpretation

was sent to the participants to clarify pre-

vious comments and to provide feed-

back on the interpretations of the data.

The data was then analyzed collectively

across groups.  Themes were organized

based on common phenomena or ex-

periences across the six caregiver

groups.  The essence of the sessions and

the development of themes across all six

groups were reviewed by other team

members and one outside person for

credibility purposes.
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Each focus group was comprised of

different types of caregivers.  Themes

were deducted from each individual

group to reflect their experience.  An

analysis was also conducted to deter-

mine the themes that existed through-

out each of the six focus groups and

themes that each group had in com-

Compassion Fatigue

FrustrationFrustrationFrustrationFrustrationFrustration

1. 1. 1. 1. 1.  Lack of Lack of Lack of Lack of Lack of
Information /Information /Information /Information /Information /
CoordinationCoordinationCoordinationCoordinationCoordination

3.3.3.3.3.  Ageist Providers  Ageist Providers  Ageist Providers  Ageist Providers  Ageist Providers
----------Inadequately EducatedInadequately EducatedInadequately EducatedInadequately EducatedInadequately Educated
----------Inadequately SupportedInadequately SupportedInadequately SupportedInadequately SupportedInadequately Supported
--I--I--I--I--Inadequately Monitorednadequately Monitorednadequately Monitorednadequately Monitorednadequately Monitored

2.2.2.2.2.      Needs Needs Needs Needs Needs
ExceedExceedExceedExceedExceed

AvailabilityAvailabilityAvailabilityAvailabilityAvailability

mon.  Out of the context of “Compas-

sion Fatigue and Frustration,” three

major themes emerged for these

caregivers:

1. Lack of Information

2. Needs Exceed Availability

3. Ageist Providers

Focus Group ResultsFocus Group ResultsFocus Group ResultsFocus Group ResultsFocus Group ResultsFocus Group ResultsFocus Group ResultsFocus Group ResultsFocus Group ResultsFocus Group Results
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The overarching theme that provides

the context for the three experiential

themes is what is referred to as “Com-

passion Fatigue and Frustration”33.  Con-

text  is  defined as the conditions or

circumstances which affect something.44

For example, one’s context, or value sys-

tem of past experiences, could influence

which woman is seen first in illustration 2

(i.e., the older or the younger woman).

Moreover, one’s context can greatly in-

fluence how s/he perceives, for exam-

ple, the need to place a loved one in a

nursing home.

Contextual  Perspectives

Illustration 2

While all of the caregiver participants

seemed to enter their caregiving role for

various reasons, a common thread

throughout was that they all seemingly

accepted the role and wanted to do a

good job.  This was evidenced, in part,

by the fact that all who were invited to

participate in these groups did actually

participate, and often at considerable

cost and effort to do so.   However, de-

spite the motivation and effort of these

caregivers, another common thread

was that they were all quite weary and

frustrated.  The statement on the next

page by a granddaughter caregiver

exemplifies this overarching theme.

Contextual  Perspectives
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“Well, I had to quit my job to take care of her and just like some of these others, you never

know what she’s gonna do or whatever.  It’s just day by day.  Like one morning, I got up, she

got up before I did.  I walked into the living room and I smelled gas.  And as I got closer to

the kitchen and what she had done, she was going to fix her a cup of coffee and we have a

gas stove.  And she turned it on and she didn’t notice that the flame didn’t catch, and she

turned her back and didn’t pay no more attention to the pot and the gas was just building up

and we had to open doors and windows and then one day last week, I was sitting in the living

room and she was in the kitchen, and she was going to fix herself a cup of coffee and she

put the pot on the stove without water in it and the next thing I knew the smoke detector

went off—scared me half to death.  Here I was jumping up trying to find where the fire was

at.  And now she’s at the point where she don’t want to take a bath and I don’t have…..it’s

hard for me to talk…(starts crying).  I was raised you don’t talk back to your elders and it’s

hard.  And my sister she lives here with my mother in Montezuma and my father, they’re

divorced and both remarried, my father lives in Florida and I don’t have any help.  And I

don’t know who to turn to ask for help.

“We’re tried everything.  Like last week we tried to get her in the tub, even my husband

tried to get her in the tub.  She picked up a flashlight and she was going to hit us with it.  I

went and ran her water and I told her, ‘If you don’t go ahead and get in your water’s going

to get cold.’  ‘I’m not taking a bath.’  And there we’ve been in her house since November and

she hasn’t taken a bath yet.”

Story told by granddaughter caregiver in February, 2000.
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Churches:     “And I’m not sure that the churches are stepping up to the
plate.  I’ve been here a long time and raised in the church, but
I’m not sure if  the church is doing what needs to be done.”

“Churches should have more programs, teaching-type pro-
grams about the disease.”  (Alzheimer’s Disease)

Families: “And like the other two were talking, everybody leaves you.
Her brothers and sisters, and she had six, never called, came,
never sent a card…Our own children, two churches, and she
taught Sunday School for ten years, nobody!”

Doctors: “This is the big thing that I see is that the physicians do not
give out enough information to the people…you just don’t see
the information in the doctor’s offices.  The doctors are so
rushed…you’re not addressing the whole person… The doctor
needs to have a staff person (to give out information).”

Government: “You need money put into programs so that you don’t have
people going back to the hospital, staying in the hospital be-
cause they can’t get transportation back to the nursing home.
There are so many services that need to be funded to keep
people out of the acute care.”

Frustration seemed to be high because

of underlying beliefs and expectations

regarding caregiving responsibility.  With-

in each of the groups there was finger

pointing, not necessarily consciously, as

to WHO should be doing WHAT, and

WHEN, but in their estimation was not!

There was a great deal of assumption of

who “should” assume responsibility for

certain caregiving activities.  These be-

liefs regarding caregiving responsibilities

served as a constant source of tension

among caregiver groups and seemed

to shape the experience of caregiving,

leading to more frustration and fatigue.

When the caregiving experience did not conform to

their expectations, it served as a major source of ten-

sion and, at times, anger.
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Non-Paid or Family Caregiver:

“She was finally able to send me a lady once a week for the 4 hours,
which allowed me to go to Columbus and buy groceries and like
you were saying, it is not enough time.  By the time I drive to Co-
lumbus and back it is almost 2 hours.  So to buy groceries and do
whatever else I have to do business-wise,  banking, whatever, it
just ate it up…I never have a minute to call my own.”

“You have to have a new one (nursing assistant)  every week, you
got to train them that day and it takes all of your time to get them
into the routine and then the next week they send someone else
and then you’ve got to go through all that again.”

“You can take your patient out there and leave them for $100 a
day.  Well, you can’t do a whole lot of that if you’re an average
person, like we all are….I think they need to have respite on
weekends and at night.  Because it’s hard…I think there should
be some program for 24 hour respite…and we need some funds.”

“I think the hospital and doctors should say we know what you
need when you go home…your bathroom, you can’t get in…we
were not prepared [to go home.]”

Everyone’s caregiving filter was slightly

different, but frustration abounded when

their beliefs and expectations did not

square with reality.  It seemed that the

caregiver participants were continually

looking externally for the cause or the

party responsible for their frustrations; a

phenomenon referred to as the  “blam-

ing and shaming” of caregiving 35.

Yet another source of frustration clearly

evident in all groups was that the care-

givers’ expectations of the ideal or de-

sire for care was not what was available

[did not exist, was not enough, or not in

their area] or seemingly affordable to

them or the care recipient.  When the

caregiving experience did not con-

form to their expectations, it served as

a major source of tension and, at times,

anger.

Respite
Care

Nursing
Assistants

Sitters

Discharge
Planning
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Paid Caregiver Non/Paraprofessional

“I had a case where this person had a dog.  We went in to take care of this
woman.  She had a dog that was real old, real ill.  My agency has a tenden-
cy to say, ‘You’re going to love this person, they are really nice.  You won’t
have a problem.’  Even though they never met the person before.  [This is a
hot issue.]  Well, I got there, she was real nice.  There was no problem with
her.  But the dog was a sick dog.  We had to give the dog insulin.  We had
to groom the dog.  Take the dog out 3 times in my shift, which was a 12-
hour shift, take the dog out 3 times.  Well, I happened to mention to one of
the other caregivers that I don’t like taking care of the dog.  I don’t.  I just
don’t.  And when I tried to give the dog insulin, the dog growled at me.
And I thought, you do it, to my patient.  She got upset to me because I was
scared to do it.  And I mentioned it to the other caregiver, I don’t like doing
this, I really don’t like taking care of this dog.  She went back and told the
client and I was dismissed.  I was glad because, when you go in a place,
they tell you [that] you have this client you are going to care for.  They
don’t tell you everything that goes along with caring for that client.”

“I worked for an agency one time that I had to go to an assisted living to
take care of somebody for them and I went at 7:00 in the morning and she
was covered in BM from her head to her feet and she was living in an
assisted living.  So I cleaned her and I complained about it and called the
agency…. Then somebody called me, the supervisor called from the agen-
cy.  ‘Do you know we have a lot of patients in that assisted living and we
don’t want to make any trouble for them because we don’t want to lose any
patients?’ ”

You go in and find cat feces all over the house.  And when the husband is
highly intoxicated, he goes to the bathroom – he may have feces all over the
floor or the commode.  It’s not my job to clean up behind this person.  But
it’s unsanitary to leave it there because then if somebody came in from the
state behind me and they saw – how could she just leave this?  Well, it’s not
my job to clean up the husband; you know what I’m saying.  So to me that’s
unsanitary to have the animal feces all over the house then the husband is
no better.  The house is just filthy.  I mean that it just is not sanitary. “

“You’re taking care of a lot of clients…you end up taking care of every-
body.  You even become the babysitter sometimes.”

It is from the context of “Compassion Fatigue and Frustration” that the three major

experiential themes were derived.

Number of
Clients

Caregiving
Politics

Types of
Clients

Caregiving
Environment
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“You have to be a very aggressive person to dig out all this information.
I didn’t know it was there and they don’t tell you anything, but if you
just keep at it and you find out one thing, then you find something
else.”

“And I’ve called DFACS that don’t even know what’s available in the
rest of the community.  We at least need our own agencies to know what
each other’s doing...we don’t even know that.”

“If we started out around this table, I bet we could come up with 100
services that people in this room [professional care givers] don’t know
about.  And it’s access to this information and getting this information
out....the communication is not there.  There is so much that needs to be
out there.”

“We (Home Care Agency) get calls 3, 4, 5 times a week with people
needing something that we don’t do but don’t know where to refer.”

“Alzheimer’s Association puts out a lot of information about the dis-
ease, I’ll give them an A+.  But they tell me nothing about where I can
receive help.  That was my big problem.”

“The doctors don’t even know the resources there.”

Three Major Experiential ThemesThree Major Experiential ThemesThree Major Experiential ThemesThree Major Experiential ThemesThree Major Experiential Themes

1. Lack of Information / Coordination of Resources

The need for more information was evi-

     dent in each of the groups, no mat-

ter whether or not they were profession-

als or the length of time they’d been pro-

viding care.  At times, it was clearly

articulated that they needed more in-

formation about what services and

products were available, clarity on what

those services provided, and help in lo-

cating the services or products and the

reimbursement source of the services but

that it was very difficult to get to.  In some

c a s e s ,

these indi-

v i d u a l s

had por-

tions of in-

formation but not enough to act on.

Most expressed the idea that while in-

formation might be available, it was of-

ten hidden or obscured or so loosely

coordinated that gathering all neces-

sary information was a challenge and

sometimes not worth the effort.  For in-

stance:

Compassion Fatigue

Frustration
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And lastly, the participants identified that there was much misinformation in the

communities that affected the caregiving experience.  For example:

“A lot of misinformation on the part of adult children who are still,
well they haven’t even discussed this (Power of Attorney) in the first
place.  ….There’s a lot of myth of legal issues surrounding old age and
guardianship and powers of attorney.”

“A lot of myths around Medicaid reimbursement for nursing homes.”

Most expressed the idea that while information

might be available, it was often hidden or ob-

scured or so loosely coordinated that gathering

all necessary information was a challenge and

sometimes not worth the effort.
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Transportation:

Medications:

A second major theme from the fo-

 cus groups was “Needs Exceed

Availability.”  Frustration and even a

sense of impotence were evident in this

theme.  The words speak for themselves

as these care providers attempted to

explain the experience when there was

not enough funding or service for

medications, transportation, home care,

geriatricians, nursing assistants, and even

nursing home beds.  This theme was

undergirded by the ethical dilemma

whereby the majority of the caregivers

had been

educated

a n d / o r

encouraged to carefully assess and

assist the care recipient to access

resources necessary for care…and yet,

many times they were unable to fully

meet their needs or find the resources

identified as needed.  This phenomenon

was particularly true as it related to

transportation, medications, and home

care.  For example:

[Senior Center Director]  “I want to go back to transportation.  We don’t
even have a hospital.  I spend a good amount of time just arranging for
transportation, people to doctors, to hospitals, to specialists, to imaging
centers.  I have 3 churches that have mobility teams, and transportation is a
big issue.  It takes a lot of my time trying to organize a volunteer to take
them to Gainesville.  It may take a half a day or it may take 6 hours.  All for
one person.”

“The Medicaid transportation system is the biggest disaster we’ve had
in years.  We’re talking about repeatedly we’ve had people have to stay
extra nights in the hospital because their services didn’t pick them up to
take them to the nursing homes.”

“Everybody falls through the cracks....if you need a meal, we can give you
a meal.  If you need transportation, we can give you transportation.  But
what if you need someone to give you medication.  There’s nobody to do
that.   Because if you don’t get your medication, then all of the meals I send
are not going to help you.”

“Getting back to this medication, when patients can’t afford it, they do
without it.  You find a lot who do without it because they can’t afford
it...when they don’t take the medication, that causes other problems.  That
means they have to be hospitalized...”

2. Needs Exceed Availability

Compassion Fatigue

Frustration
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Home Care:

“...it’s almost daily somebody comes in with a need and we go out there.
They don’t need it 3 months from now, 4 months from now.  We just
went to a funeral last week of somebody in that position.  We sent some-
body into the home with no reimbursement to help while we could, but
how much can you do this?  We’re too slow to respond.”

“And if they’re slow or they have problems or they get sick while you’re
there, they have to go to the bathroom, you clean them up.  They have
to go to the bathroom again, well, it takes a lot of time sometimes...and a
lot of people that are in management don’t understand the things...I
mean, I understand the financial aspects of it; you got to be able to live
within the guidelines of the Medicare program.  I understand that.  But
you know when you’re working with people, things don’t always go
like the guidelines say to go.  ‘Well, you can’t go to the bathroom; I’ve
got to go.’ ”

“We had to admit 10 patients to the hospital strictly because they did
not have their medicine to take because they couldn’t buy it; they didn’t
have money to buy it.  They did not have Medicaid because they have
too much money.  Medicare doesn’t pay for it.  By the time they’ve paid
for their living expenses, it was a choice of, ‘Do I buy food or do I buy
medicine?’ And they chose food over medicine.”

This phenomenon may help to account for some of the turnover in this industry.  It is

a real paradox to enter a profession because you want to help people, then dis-

cover repeatedly that you cannot due to the lack of resources.

It is a real paradox to enter a profession

because you want to help people, then

discover repeatedly that you cannot

due to the lack of resources.
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Ageism is discrimination against

individuals based on age alone.  It

lurks around in many different forms

including apathy, complacency, and

ignorance related to older adults.

Ageism was strongly reflected in the

participants’ message related to

caregiving.  In each of the six groups,

the conversation took place at one time

or another that the persons providing

care were not adequately trained,

educated, monitored, or supported

enough to take care of the older

population.  This comment was inclusive

of everyone from the family, physicians

providing primary care, registered

n u r s e s ,

s o c i a l

w o r k e r s ,

and nursing

assistants involved in some aspect of the

older adults’ care in an institution, home,

or community.  In each and every group

the insinuation was how ageism

compounded the frustration and fatigue

of caregiving.  Some of the participants

were hesitant to make a direct

statement and were quite soft in the way

they assessed the situation.  Others were

not so timid; in fact, they were adamant

and angry!

Compassion Fatigue

Frustration

3. Ageist Providers

Inadequately Educated:

“...because the internists are not trained, they don’t have much experi-
ence with gerontology and they are stumped and they make very stupid
comments to families.”

“My mother complained that medical people, especially physicians,
treat older people as though they were children.  Condescending.”

“With our client and personal care homes we are spending a large por-
tion of our time trying to undo damage that has been done because their
doctors don’t understand the geriatric population.  They don’t under-
stand the effects of medications on older people, which are different
than the effects on younger people.  They’re not medicating them appro-
priately and we’re having to go behind their backs, up to the nurses,
trying to manipulate them because it is hard to address them directly.
And I think there are a whole lot of doctors out there that need much
more understanding of geriatric medicine.”



Focus Group Results

32

“I think the hardest thing was finding help.  Competent help.  That
probably caused me more frustration than my husband did.  The help
was so bad.  Not reliable.  So many of them (nursing assistants) had no
training, if they came from an agency.  They were not reliable at all,
most of them...or doing what you asked them to do.  I had to ask them
not to send several different ones they were so bad.  You had to have
them but to find competent ones?”

“I think another thing we’re going to have to realize that the people
need to be high quality people giving the care.  We pay very little.  As
long as there’s a family member there, they are very attentive, but once
the family member leave, the attention stops.  And I think part of that is
simply because these people are not trained.”

“I’ve had to cancel a doctor’s appointment because they (nursing  assis-
tants) did not show up.”

Inadequately Monitored:

Inadequately Supported:

“...supposed to see 6 people a day in 8 hours, you’re not supposed to do
any overtime.  But some of these people, they’re old, they’re slow, and I
can’t just tell somebody like that hurry up so I can get to my next one so
I can get through and not do overtime.  I can’t do that.”

We expect someone making minimum wage to bathe, diaper, feed some-
one that they don’t know and not have any particular close feeling for
and yet we’re expecting them to do it lovingly as we would do it.”

“Contract labor pays $6 an hour.  And I say you can’t afford to work for
$6 an hour and raise your own transportation, pay your own social

security and your taxes.  I said, “What planet are
you from?”  I mean, common sense tells you, if you
only make $2, you pay 35% tax, then you have the
use of your car.  Anybody who’s worked there for
a living, they’re going in the hole.”

In each of the six groups, the
conversation took place at one
time or another that the persons
providing care were not
adequately trained, educated,
monitored, or supported enough to
take care of the older population.
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The following are recommendations

that were common to the six groups

of participants.  It is the hope of the Divi-

sion of Aging that each recommenda-

tion be viewed carefully and considered

with due care.  These were the com-

ments and suggestions that the focus

group participants stated would facili-

tate continued, quality care for older

adults and their caregivers in this state.

Information

What

1 Community Resources/Providers - Many of the participants wanted

and needed to know what kind of service providers were available to

assist in caring for the older adult in their own communities and at large.

Often bogged down in the everyday activities of caregiving, they either didn’t

have time to find out or didn’t know where to begin.  Many simply did not

know the questions to ask, or when they did, they felt like they had to go to

too many different places to get the answers.

2 Community Resources/Products - Participants also wanted information

on products that might assist in the caregiving process.  Some had heard

of certain products, like an emergency response system or Velcro clothing,

but didn’t really understand what they were, how they could be beneficial

to them, or how to obtain the products.

3 Low Cost/No Cost Medications - This was a repeated topic in all

groups.   Given the number of medications most older adults are taking,

the associated costs, and implications of doing without other needed items

because of the costs, all groups identified the need to get financial assis-
tance with medications.

4 Emergency Services - There was a thread of concern in each of the

groups as to what would happen to the older person being cared for if

the primary caregiver were unable to provide that care, such as when the

caregiver had to have surgery.  Expressed within the groups was the need for
more information on who, if anybody, was available to “step in” until arrange-

ments could be made.

5 Home Preparation - Most groups expressed the need to have more

information provided to caregivers on what preparation [change in physi-
cal structure, equipment, etc] is needed to  care for an older person in the

home safely.  Several described situations where an older adult was dis-

charged from the hospital without any preparation and in one instance, the
husband could not even get his wife’s wheelchair through the door.

RecommendationsRecommendationsRecommendationsRecommendationsRecommendationsRecommendationsRecommendationsRecommendationsRecommendationsRecommendations
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How

1 Create a 1-800 System of Information - Each of the groups talked

about how scattered information on services and products seemed to

be, adding to the frustration and stress of the caregiving day.  A central

source, like a 1-800 number came up in each group...a place where both

family and professional caregivers could call and get the information they

needed without spending hours on the phone tracking people, places, and

products.

2 Use the Media - Several groups mentioned how each of them uses

different sources to get information on a daily basis, such as the radio,

the television, and/or the newspaper.  Hence, they felt it would be a good

way to publicize information on caregiving and community resources and
to reach a larger audience.

3 Place information in doctors’ offices - While many stated they did not
always get information from their doctor, they did say that they would

read what is available in the office.  Since many are making frequent or

regular doctors’ visits, they saw this as a way to get information on a routine
basis.

4 Place caregivers on boards of organizations - There was a strong

direction from these groups to include actual caregivers on boards re-

lated to older adults and caregiving.  This was viewed as a way to get “the
real picture” to those making decisions on their behalf.

6 Reimbursement Systems - The need for more information on who pays

for what, when, and how much was evident in each of the groups.  Much

confusion still exists on the differences between Medicare and Medicaid

and other reimbursement systems.   The confusion often creates expecta-

tions of what will be provided, only to become a major disappointment and

at times, a setback, when it doesn’t bear out.

7 Legal Issues - Across the groups there were legal questions that

needed answers ranging from basic questions related to the Living Will to

more complex issues on financial and Power of Attorney issues.

8 Future Planning - More information was requested by the groups on

issues like the A,B,C’s of planning a funeral and how to avoid getting the

estate tied up in court.   Also included were issues related to role loss.
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      Direct Services

What

1 Counseling and Advance Planners - There were requests for the direct

services of professionals such as care managers who could provide an

overall evaluation of the older adult and help caregivers sort out exactly

what services were needed and where to obtain them.

2 Expansion of Respite - The need for caregiver respite was evident in all

groups.  In some situations, the request was for extended hours in the

evening and on weekends.  For many, respite was not available in their

community in any form, so the request was for any hours of respite.

3 Expansion of Home Services - Those involved with or receiving home

services, such as personal hygiene care by a paraprofessional, stated

that there was not enough time allotted for each client.  The request was

that the time and the frequency allowed for home visits be extended to ac-

count for the “reality” of the situation.

4 Expansion of Transportation - Transportation seemed to be an irritant for

almost all participants as it was virtually unavailable to most.  As they stated,

you can have all of the resources and providers in the world, but if you can’t

get to them, they are useless.  There was a strong cry for an increase in trans-

portation venues.

5 Financial Assistance with Medications - While some participants

wanted information on how to obtain low costs medications, others had

gone that route with little to no results.  The recommendation from them was

a program, such as vouchers, to assist in actually paying for the medications.

6 Emergency Services for Caregivers - Again, there was concern voiced
that there may be a time during an emergency when the primary car-

egiver could not provide the necessary care.  These persons wanted to see

communities provide a program where someone could step in temporarily

until other arrangements could be made.

7 Creation of a 1-800 Information System - Once again, the 1-800 system

came up as a way to address the many concerns voiced throughout the

focus groups.
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Providers

How

1 Streamline Services - The recommendation here was related to the

frustration in having to go to many different agencies/groups for each

individual service needed.  Their wish was for a more consolidated approach

in order to decrease fragmentation and the resulting frustration.

2 More Supervision/Quality Control/Accountability for Services - Most

participants expressed their concern about what they viewed as loosely

controlled/supervised services.  If the provider did not deliver what was prom-

ised, they felt like they did not have anyone to turn to for recourse.  The rec-

ommendation was to provide more oversight to those providing services in

order to increase accountability and standards.

3 Creation of Exchange Program - Many of the participants recognized

that it was not possible for “someone else” to provide all of the needed

services.  Their recommendation was for caregivers to exchange their tal-

ents and skills with each other.  For instance, caregiver #1 might be able to

provide transportation to the grocery store every week for caregiver #2 if

caregiver #2 would provide a 2-hour respite for caregiver #1 every week.

What

1 More training and sensitivity for ALL levels - Repeated concern was

expressed regarding service providers who were ill-prepared to care for

older adults and their caregivers.  The recommendation was to have more
training for all levels of providers to provide knowledge about older adults

and to address the attitudes toward older adults.  The contention was that

without adequate knowledge and sensitivity to this group, quality or com-

passionate care could not be delivered, only adding to the frustration and

fatigue of their caregivers.

2 Vouchers/Support for Family Caregivers - Comments were made that

caregivers often lost time at work or had to give up their jobs to provide

care.   Moreover, the services available by traditional reimbursement sources,

such as Medicare, were not always the best services for the individual older

adult.   The recommendation was made that money be put into vouchers to
be used by families to purchase the services they saw that would best fit their

needs.



Recommendations

 37

3 More Support for Nursing Assistants/Home Care Aides - Much discussion

took place in every group regarding the demands on nursing assistants/

home care aides with very little reward [wages, benefits, respect, acknowl-

edgment] and that, in fact, the lack of support may help to account for the

large turnover in this industry.  There was a strong consensus that, for the work

they did, they deserved more recognition and reward.

How

1Increase pay/benefits/respect for nursing assistant/home care aids -

Over and over there was support that the wages for this group should be

increased significantly along with a benefit package.

2 More supervision/oversight of home care staff - While it was strongly

recommended that the support for home care staff should be increased,

an equally strong message came through that there should be more over-

sight for these individuals.  Having someone monitor their hours and the qual-

ity of their care was noted as something rarely witnessed but desperately

needed.

3 Decrease administrative costs of programs - The concern here was that

too much of available funds were spent on administration rather than the

programs themselves.

4 Screen potential home clients more efficiently - Numerous times it was

mentioned that home care agencies would accept clients without screen-

ing them properly. As a result, the home care staff felt like they would go into

situations that they were inadequately informed about or prepared for.  The

recommendation was to gather more information about the situation be-

fore hiring someone for that job in order to avoid potential disagreements or

points of tension.

5 Provide incentives and recognition for nursing assistants/home care

aids - This recommendation is along the line of more support for nursing

assistants.  However, this area included more than an increase in wages or
benefits.  The recommendation was to look at ways to increase the self-worth

and self-image of the nursing assistant such as “Nursing Assistant of the Year”

award.

6Include nursing assistants/home care aids in care planning - Since
nursing assistants spend the majority of the time with the client, the rec-

ommendation was that they provide their input by being included in the

care planning meetings at their agencies.
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What

1Course on Compassion for Health Care Providers - Examples were

provided throughout the focus groups of how health care providers could

be insensitive or seemingly uncaring toward older adults.  While it was ac-

tively debated whether compassion could be taught, it was strongly recom-

mended that such a course be developed and offered to all levels of health

care providers.

2Communication Skills - The recommendation for this course was also

meant for all providers to incorporate clarity, compassion, and respect

into their daily communication.  How each could better communicate with

their older clients [including those with dementia] and their families, how

health care providers could better communicate among their peers, and

how professionals could improve their skills in communicating with other team

members, like the paraprofessionals.

3Legal Issues - Most participants felt like they did not have enough infor-

mation regarding the legal issues encountered in caregiving and would

like to have more courses offered in this area.

4Personal Care/Hygiene - Many participants, including the nursing

assistants, felt like they needed more class work and practice/clinical in

this area.  There was a special need for this in areas where the older adult

had dementia and may resist personal hygiene.

5Normal Aging Issues - The question insinuated by many participants

was, “What constitutes normal aging?”  Not having the answer left many

in uncertain situations of knowing the correct action to take during caregiv-

ing.  The request was more classes on normal aging changes and challenges.

6Ageist Issues - Repeated concerns about the attitude and treatment of

older adults by health care providers, particularly their physicians, led to
this recommendation.  Class work on examining our own values and biases

about the older population was suggested as a way to make people more

aware of their actions and the associated consequences to them, the older

adult, and the caregiver.

7Alzheimer’s and Other Like Dementias - Much discussion took place on

the special challenges for everyone involved in the care of someone with
Alzheimer’s Disease and other dementias.  Requests were made to keep

workshops, seminars, and classes offered in the community for all to partici-

pate.

Training
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8 Complexities of Caregiving - Each group of caregivers discussed the

notion that “other groups” [i.e. other caregivers, legislators] did not quite

understand the caregiving responsibilities, tasks, and toll of what they did.

Although never directly stated per se, the inference was that they would like

a forum to relay that information in order to come to a better understanding

and perhaps change in perspective of each other.

9 Community Resources - Related to wanting written information and a

1-800 number to learn more about community resources was the sugges-

tion that seminars be held to make people more aware of what is available

to older adults and their caregivers.

How

1 Extended Training for Nursing Assistants with Clinical Time - Despite the

number of hours nursing assistants spent in training, participants did not

feel like it was enough.  Even many of the nursing assistants in the focus groups

felt ill-prepared for the care they were charged with and wanted more clini-

cal hours or “hands on” before being assigned a client.

2 More Advanced Seminars for Health Care Providers - Many of the

professionals in the focus groups requested more advanced seminars on

gerontological issues including dementia care, falls, and medications.





 41

In partnership with the state aging net-

work, the Georgia Caregiver Resource

Center (GCRC) will provide leadership

to establish a comprehensive array of

programs and services for Georgia’s

increasing number of older adults and

their caregivers.

To fully implement the work of the GCRC,

four initiatives have been established.

Short-term plans for the GCRC are de-

scribed under each of the initiatives.

 1.  Research and Strategic Planning

Additional caregiver focus groups are

planned to add to the data pro-

vided in this report.  These groups will be

held in various parts of the state, and will

target ombudsmen and nursing assis-

tants working in assisted living, among

other groups.

On behalf of the aging network, the

GCRC will also seek additional funding

for caregiver programs and services, in-

cluding funds for demonstration grants.

   2.  Education and Training

The findings and recommendations

from the caregiver focus groups were

utilized by the Division in selecting top-

ics for caregiver education and training.

With input from the Area Agency on

Aging (AAA) network, a format of one-

day education/training forums was se-

lected.  Three forums will be held in vari-

ous parts of the state each year, and re-

spite will be provided, enabling family

caregivers to attend.

The GCRC works collaboratively with

other organizations, such as the Rosalynn

Carter Institute (RCI), in promoting RCI’s

programs and services for family and

professional caregivers, and with the

Georgia Gerontology Society’s Annual

Conference by coordinating workshop

tracks and plenary sessions on caregiv-

ing issues.  GCRC will also work with the

newly formed Georgia Alliance for Staff-

ing Solutions, which will be addressing

the problem of long term care staffing

on a number of fronts.

    3.  Program and Resource

         Development

The GCRC will be establishing an Ad-

visory Committee to assist in carrying

out its mission statement.    A list of care-

giver websites has been developed,

which has been disseminated to the

AAA network and will be more widely

circulated in the future.  Plans are under-

way to expand the Division’s webpage

to include a linkage to state and national

caregiving resources.

   4.  Information Dissemination

The GCRC will identify groups of care-

givers and their particular needs and

interests, developing and/or obtaining

targeted information, products, and

services for these groups.  Groups will

include but not be limited to grand-

parents caring for grandchildren as well

as caregivers of persons with chronic or

degenerative diseases, such as

Alzheimer’s Disease.

Georgia  Caregivers  Resource Center
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Appendix A:  Caregiver Focus Group Sample Questions

1.) Please describe your caregiving experiences.

2.) What has this experience meant to you?

3.) How is it that you came to be in this role as a caregiver to an older adult?

4.) Describe the aspects of the caregiving experience that have been the
most surprising to you.

5.) Describe the aspects of the caregiving experience, if any, that have been
the most satisfactory to you.

6.) What specifically made these aspects satisfactory to you?

7.) Describe the aspects of the caregiving experience, if any, that have been
the most challenging or difficult for you.

8.) What specifically made these aspects challenging or difficult?

9.) What would assist to diminish or reduce the difficulty?

10.) Describe those things [products, services, people, education sources], if
any, that have been the most useful to you in your caregiving experi-
ences.

11.) How did you hear about these things?

12.) The most helpful way for you to learn about these things is what?

13.) What would you have done without these things?

14.) What other things might have been useful to you in implementing your
role?

15.) If you had a crystal ball and you could have known that you would be
involved in this caregiving experience years ago, what would you have
done differently for yourself or those you are working with, if anything?

16.) What areas, if any, do you see related to caregiving that need to be
addressed by health care providers?

17.) If you were in charge of caregiving for the state, what sort of programs
would you put into place immediately? In five years? Down the road?
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